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ABSTRACT:
Background: Intensive care units are generally structured and staffed to care for short term critically ill patients. This is in contrast to the increasing incidence of patients who require long term (i.e. greater than six months) intensive care in the contemporary health care context. Aim: The aim of this paper is to share our experience of caring for a long term ventilated patient in intensive care, including providing a summary of strategies and considerations that proved effective in our setting. should remain open to considering new ideas and strategies that facilitate effective care for a patient whose primary focus is different to the majority of intensive care patients.
INTRODUCTION
You would not normally expect to find a 'permanent resident' in a large, tertiary referral Intensive Care Unit (ICU) with an average length of stay of five days. 1 However this is exactly the situation in which we currently find ourselves. Although largely unreported in contemporary literature, it is a situation that has become increasingly common in today's health care context as institutions struggle with the most appropriate area to care for permanently ventilator-dependent patients. 2 The increasing frequency of patients requiring prolonged mechanical ventilation, often referred to as the chronically critically ill, has been noted and led to a two-day consensus conference in 2005. 3 Although there are differences of opinion as to what constitutes a long-term ICU patient, or alternatively how prolonged mechanical ventilation (PMV) is defined, participants at this consensus conference agreed that PMV should be defined as 21 consecutive days of mechanical ventilation for six hours per day. 3 This broad categorisation results in a wide variety of challenges experienced by patients, with those who require mechanical ventilation on a permanent basis experiencing different challenges to those who are ventilated for several months.
The limited body of literature that describes the challenges associated with caring for PMV patients concentrates on the large sub-group of patients for whom weaning from ventilation represents a realistic option. 4, 5, 6 Alternatively, Rudy et al 6 investigated the benefits of providing care for the chronically 5 critically ill in a low technology environment referred to as a special care unit (SCU) compared with an ICU. Patient outcomes including length of stay, mortality and complications were similar between the two care environments, with markedly reduced costs expended in the SCU. 6 Although not explicitly stated, it appears that the sample in this study did not include patients who required lifelong ventilation, but were planning to return to the home environment.
Other literature reporting on the care the small sub-group of patients for whom ongoing mechanical ventilation and associated care is required has been limited to case studies. 7 Importantly, no studies could be located that have explored the most effective method to care for patients in whom the plan is to transition care to the home environment.
Given the lack of available literature in this area, as well as the lack of local experience in caring for similar patients, when Sandra was admitted to our ICU with Locked-in Syndrome (LIS) we did not foresee the impact this situation would have (refer to Insert 1 for clinical details). Developing a model of care to encompass long term rehabilitation and transition to a home-care environment was not only unfamiliar for most of the team, but as we discovered highly complex. 8 Having Sandra as a 'permanent resident' in ICU has been both challenging and rewarding. It has provided opportunity for creativity and innovation. We have been motivated to share this experience in an effort to provide support 6 and guidance for other health care professionals. Various aspects of our experience are described together with a summary of important considerations for those in similar circumstances.
INITIAL REACTIONS
To begin with the ICU team had to deal with the enormity of the situation. We had a young woman, the mother of a young child, facing life-long ventilation. 
INTEGRATING REHABILITATION CARE INTO ICU
Challenges
The evidence suggests that patients with LIS benefit from early intensive rehabilitation care. 8 However many challenges were faced in respect to this in Sandra's case. These were largely related to her being located in the middle of a busy ICU setting. The difficulty of establishing an environment conducive to rehabilitation, as outlined by Casanova et al 8 was evident. A routine was difficult to maintain and planned activities often had to be rescheduled. This was largely due to nursing and support staff needing to re-prioritise tasks to attend to the needs of acutely ill patients within the ICU. Initially, there were long periods of unproductive time, which resulted in Sandra spending her time either watching television or watching the unfolding dramas (and sometimes demise) of patients in adjacent bed areas -neither of which were considered constructive.
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The knowledge and experience of allied health team members was invaluable when it came to the task of developing Sandra's rehabilitation plan and undertaking the tasks involved. Although only resourced to provide care to acute ICU patients, they willingly obtained the required knowledge and gave additional time to ensure she received optimal rehabilitation care.
Due to her location in an acute ICU rather than a dedicated rehabilitation unit Sandra and her family were unable to participate in group therapy sessions.
Such sessions provide important education and peer support for patients, while also allowing allied health staff to provide therapy to numerous patients at one time. 10 As a result, all of Sandra's therapy and discharge planning was completed on a 1:1 basis. Additionally, the services normally available in rehabilitation areas such as day-rooms, gymnasium, trial equipment and internet access could not be offered in ICU. All physical, speech and occupational therapy had to be performed in the ICU bed area which is not set up to accommodate the required resources.
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Access to equipment proved to be a considerable challenge as ICU does not keep the type of rehabilitation equipment that was required (i.e. wheelchair with head & neck support, tilt-in-space shower chair, portable long-term ventilator). This meant that many items had to be borrowed, requiring ongoing negotiation with other hospital departments and corporate representatives.
We also learned that purchasing equipment for use in a rehabilitation environment requires consideration of a different range of issues than when equipment is purchased for use in ICU. In Sandra's case, we needed to consider the portability of equipment, size and weight, battery life and charging options. Additionally, purchasing of the necessary specialised equipment required some lateral thinking with regard to funding arrangements.
Response
Our response to these challenges was largely aimed at developing the mindset of staff and making use of available resources and standard practices within the hospital. In order to encourage staff to view Sandra as rehabilitation patient rather than an acute ICU patient, we minimised her monitoring and medical reviews, and changed her charting from the ICU computerised system to standard hospital paper format. We communicated the reason for these changes to all staff and encouraged them to start considering Sandra a little differently to most other ICU patients (e.g. they could leave the room for short periods if a family member was present, Sandra should be considered competent to make her own decisions and is able to leave the ICU for outings).
We also moved Sandra into one of the previously unused isolation rooms which improved privacy for her and her family. The room was set up to look less like a hospital room and accommodate some home-style furnishings (refer to Figure 1 ). She also started wearing clothes (rather than a nightgown)
during the day and going on outings.
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In addition to these strategies, we began to institute some practices that are normally part of a rehabilitation care model. 8 For example; we scheduled a regular multidisciplinary case conference, the outcomes of which were documented in the patient progress notes. It assisted in providing continuity of care for staff caring for Sandra and in clarifying the various roles within the team. Literature focusing on rehabilitation in patients with long-term critical illness emphasise the importance of such a team approach in promoting optimal care.
The case management team was coordinated by the ICU Clinical Nurse
Consultant who was able to provide a link between nursing, medical and allied health staff. Additionally, one ICU Staff Specialist was allocated to coordinate Sandra's medical care (usually they work on a rotating basis, caring for patients for a week at a time). Having one senior nursing and medical person responsible for her care was of great benefit in ensuring consistency and continuity of care for Sandra and her family. It also provided the opportunity for development of a strong rapport between Sandra, her family and the health-care team which was particularly beneficial when needing to discuss difficult issues. The importance of developing such a relationship is supported in current literature focusing on patient-centred care in ICU. 12, 13 Access to some hospital services that are not routinely used in ICU was also achieved. This included referral to a Leisure Therapist (who provided Sandra with a variety of activities and suggestions), pet therapy and meditation classes. While the effectiveness of such interventions has proven difficult to measure they are generally well received by patients and families in critical care. One possible reason for this is that they provide the 'simple pleasures' that patients desire yet are often denied them due to their illness. 14, 15 A number of alternative therapies (see Table 1 ) were also part of her care.
Though these services were not previously employed in ICU, their suitability for use with other long-term patients will be considered as a result of the experience gained through Sandra's care.
COMMUNICATION
Ensuring good communication is a high priority when working within a large team and dealing with complex issues. This was clearly evident in the initial stage of Sandra's admission to ICU, as we were presented with communication challenges with regard to patient, family and within the health care team.
Patient Communication
The challenge for Sandra of communicating was exceptionally difficult. The only movement possible for her in the early stages of her admission was eyelid blinking. By using a blinking system, she could communicate "Yes" and "No" answers to questions. A great deal of her time and energy went into attempts to communicate, which was often a frustrating and exhausting process. To illustrate this experience from her perspective, we have included a piece written by Sandra (refer to Insert 2).
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Allied Health staff and Sandra's family worked together to devise a communication system using an alphabet board that is based on a telephone keypad (refer to Figure 1 With regard to ongoing care Sandra is optimistic about the future and has a desire to continue rehabilitation and make the transition to a home-care environment. This is consistent with findings reported in the literature 14 indicating that for patients with LIS quality of life often equates with social rather than physical interaction and that the will to live is strong. 17 The realisation that Sandra felt this way also prompted a change in the way the health care team viewed the approach to Sandra's rehabilitation care.
Family Communication
Current literature demonstrates that communication with family members who have had a loved one admitted to ICU is often difficult. Families in this situation experience high levels of stress and the usual coping mechanisms are under immense strain. 18 Sandra's family was no exception to this. The health care team commenced regular meetings involving as many members of the family as possible (as well as Sandra) in an attempt to keep everyone up-to-date with current issues and future plans. These meetings were held regularly to begin with and then on a needs basis, when specific issues developed or new information was received. Over time, a level of trust developed between Sandra's family and the health care team such that they could call or email with suggestions or concerns as they arose. 19 Her family also instigated use of a diary to assist in communicating important days or planned events with staff. Once again, the patience and tolerance of Sandra's family has been remarkable, contributing greatly to the positive nature of the relationship.
Health Care Team Communication
Current evidence with regard to rehabilitation from critical illness emphasises the importance of keeping caregivers up to date with patient specific goals 15 and maintenance of activity routines. 8 A large health care team such as that existing in our ICU (approximately 250 staff) presented specific challenges in relation to communication. This was particularly evident with nursing staff, the largest workforce. The goal of keeping all nursing staff informed about Sandra's condition, care requirements and future plans, was difficult to achieve. At times it was not achieved and this led to a great deal of frustration for Sandra and the staff caring for her. The strategies that were employed focused on communicating care requirements and providing general updates/progress reports.
With regard to aspects of patient care requirements, a noticeboard-style approach was taken initially. This involved members of the case management team directing her care writing instructions and displaying them on the board.
Within a few weeks an entire wall was covered with instructions and it was impossible for the nurse caring for Sandra to read it all in one shift, much less follow the instructions. The next and more successful plan was to incorporate the instructions, along with rehabilitation goals into a care folder. The folder was arranged into sections which could be referred to as required.
PATIENT AND FAMILY INVOLVEMENT IN CARE
The relationship between Sandra, family and the health care team has consistently been very positive. We believe that a key contributor towards this was including Sandra and her family in care decisions and having her family involved in providing care from early in her admission. Their involvement has proven to be very beneficial as they are an excellent resource, being proactive in addressing Sandra's changing needs. This is consistent with Mayor's 20 work in examining 'expert patients' and their families. He suggests there is great possibility of a mutually beneficial relationship between patients and families and health professionals involving shared-learning.
In Sandra's case, her family were instrumental in initiating and implementing the communication system, have taken a partnership approach to discharge planning and equipment trials, and have put much effort into investigating assistive technology for communication.
Many conversations have taken place between Sandra's family and the health care team during her admission, some simple and some very difficult. In all instances, they have been encouraged to ask questions and make comments. 12 Being an intelligent and resourceful group, they have undertaken much research into Sandra's condition and treatment options, and at times have scrutinised the health care team's approach. Evidence suggests that caring for such an 'expert patient' may be a threatening experience for caregivers. 21 However, we found that investing time into the relationship, being open and honest about difficulties and encouraging Sandra and her family to make suggestions has meant that this has been an enriching experience. It has encouraged us to consider new and creative ideas that we may have considered otherwise.
OUTINGS
The concept of taking a ventilator-dependent patient away from the ICU environment is not unfamiliar. However, the decision is usually made as a result of a clinical need as opposed to 'social' need. Also it is recommended that patient transfers from ICU have a nursing and medical escort, and that equipment to manage foreseeable emergency situations accompanies the patient at all times. 22 It was obvious that the situation with Sandra required a different approach.
The plan to take Sandra out of ICU was initiated by her family who felt that it would be of great benefit for her to have some 'time-out' in a home environment. The first outing was meticulously planned and involved two ICU consultants (one driving the hospital van) and two senior ICU nurses accompanying her. Much thought went into potential problems, calculations of oxygen requirements and other possible equipment needs. The attention to detail proved to be of benefit as the first outing was uncomplicated and a great morale booster for Sandra as she got to spend time at home with her family and beloved pets.
Discussion following this trip focused on ways of minimising the ICU presence during the outing, as the aim was to remove Sandra from the ICU environment and allow her to have a break. Achieving this would mean taking less staff and less equipment, which would perhaps increase the risk. The option of going with a Registered Nurse (RN) escort only and medical officer 'on-call' was suggested. A meeting was held with Sandra and her family to talk about this and an open discussion regarding potential risks followed. They all agreed that the benefits outweighed the risks and this decision was clearly documented and communicated with staff. The decision was also made that in the event of a life-threatening emergency an ambulance would be called, rather than the staff accompanying her being expected to manage it as they would in the ICU environment.
Further outings were undertaken with one RN, a medical officer available to attend if necessary, and basic equipment (i.e. oxygen, manual resuscitation bag, suction equipment). The RN who was to go with Sandra was allocated ahead of time and informed of the patient/family discussion surrounding outings. Some of the places that Sandra has been to while an inpatient in ICU include an international cricket match, the cinema, the theatre, music concerts, shopping trips, family birthday parties and weddings and sometimes just time at home with family (see Figure 3 ). She has also been able to leave the unit to attend appointments with her solicitor, optometrist and for acupuncture treatment.
The mode of transportation for outings has changed over time. Initially we used a hospital-owned van designed for transportation of wheelchair bound patients. However as this meant that we needed to have an additional staff member as driver it was not a feasible long-term option. A commercial wheelchair capable taxi has been used since then as well as the train, which is Sandra's preferred mode of transport due to its comfort.
Initially, some degree of unease was experienced by nursing staff, with the idea of Sandra leaving the security of the ICU environment. There was even a strongly negative reaction from some of the senior nursing staff who were uncertain about legal responsibility. Perceptions changed over time however as they realised that the risks had been discussed in-depth with Sandra and her family. After some very successful and enjoyable outings staff became more comfortable, and even requested to care for Sandra in order to accompany her on outings. At one point a limit had to be placed on outings as there were three planned in one week, leaving insufficient time for rehabilitation therapy!
MODEL OF NURSING CARE
The impact of having a long term patient in the ICU has been multifaceted. It has affected the case management team as well as those involved in providing fundamental care. With a large number of RNs on our roster the challenge of maintaining continuity of care was immense. Initially a primary care group (RNs who had volunteered to care for Sandra on a regular basis) was established. While this worked well it could not be maintained as there were too few volunteers and many of those who did volunteer withdrew as they found it 'too stressful'.
Much has been documented about the causes of stress experienced by critical care nurses, for example communication difficulties, inadequate resources or staffing, exposure to family distress and exposure to patient suffering. 23 The stress of caring for a chronic or long-term critically ill patient 20 has also been recognised. 5 As previously mentioned, there may also be stress for caregivers, particularly junior staff, when confronted with an 'expert patient' and family. 21 Additionally there appears to be a degree of stress experienced by critical care nurses in caring for a long-term, non-acute patient. This could perhaps be related to 'task identity' or assumptions around the kind of work critical care nurses should or should not be doing. 24 Regardless of the source of stress in this particular case, we found that the lack of a team of primary caregivers meant that continuity of care for Sandra training and discharge planning processes, as well as purchase of specialised rehabilitation equipment (i.e. long-term ventilator, shower/commode chair).
FUTURE CONSIDERATIONS
Planning for a transition to home-based care is the focus of our current activities. Associated with this is the need to consider plans for Sandra's management post-discharge. Specific considerations include ongoing care, equipment management, follow-up requirements and plans for hospital readmission should Sandra become unwell. Essentially, we need to consider that even in home-based care, Sandra will remain an ICU patient (according to current health district policy) and we therefore need to remember this in future planning for the ICU.
Another area that needs to be taken into account is the decision surrounding limitation of treatment in the event of deterioration in Sandra's condition. 26 The health care team felt that it was important to discuss and document her wishes quite early on to ensure that, regardless of the staff involved at the time, her decision would be supported. While these very difficult issues have been discussed openly with Sandra and her family, the impact of limiting therapy would be significant, given the established relationship between staff and patient/family.
SUMMARY
The desire of the team in putting this publication together was to provide an overview of our experience in the hope that it might be helpful to others who 22 find themselves in similar circumstances given that existing literature is scant.
While many issues have been covered, the key elements in promoting success in caring for a permanent-resident in ICU are described in the following suggestions: 
